Editorial: Vascular Registries – are they Worth the Effort?  by Jensen, LP & Troëng, T
Eur J Vasc Endovasc Surg 20, 225–226 (2000)
doi:10.1053/ejvs.2000.1190, available online at http://www.idealibrary.com on
EDITORIAL
Vascular Registries – are they Worth the Effort?
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1Department of Vascular Surgery B, Gentofte Hospital, Niels Andersenvej 65, DK-2900 Gentofte, Denmark;
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The revolution in information technology has removed agreement on re-entry of data. Failure to appoint
the difficulty and tedium of collecting and analysing data monitors can also lead to accusations of fraud
large data sets and has led to the evolution of many (real or imagined). Should we be moving towards
large-scale registries over the last 10–15 years.1–3 Never- the very strict external auditing processes that are
theless, it is still easy to underestimate the difficulty part and parcel of every drug trial? Most registries
of collating and presenting information in a way that are voluntary and there is a suspicion that only the
will change opinions and practice for the better. Now- best find their way in to the data sets. Should there
adays, a continuing stream of statistical tables and be a degree of compulsion?
figures spews forth from every sphere of human ac- • Is meaningful interpretation of data possible? Any
tivity and the provision of health care is no exception. analysis must take confounding, selection, prog-
However, information is not synonymous with know- nostic, and risk factors into consideration. At present
ledge, or wisdom. Data are often presented with too multivariate models, such as POSSUM and P-POS-
little concern for their validity and interpreted in a SUM score, seem most promising. However, it must
confusing, even misleading, manner by groups or be remembered that even the best model requires
individuals wanting to ride “hobby -horses” or make careful interpretation.
political capital. GIGO (Garbage In=Garbage Out) is as • Is it affordable? Registries cannot be run without
true today as when the expression was first coined in reimbursement of the extra workload. Good audit
the 1970’s at the dawn of the modern computer age. is expensive in the short-term but likely to be cost-
What about the vascular registries? Although they saving in the long run.
often evolved from pre-existing, non-computerised
The existing vascular registries (in Scandinavia,databases, and have from the start been more
Northern Ireland, New Zealand, U.K. and others) havescientifically robust, many problems still exist:
gone some way towards identifying and tackling these• Are the data complete? The completeness of primary
problems. Other European countries are following suit.data inclusion data has often been reported to be
International agreement on the need for such registries,between 75 and 100%. However, depending on the
together with an agreed methodology and a sharedstructure of the registry and vascular service in the
basic minimum data set, must be the long-term goals.country, this may be as low as 50% with regard
Such registries are an invaluable and unique sourceto follow-up. Incomplete data collection leads to
of information regarding variations in activity andselection bias, which can result in highly misleading
performance between regions and nations. A fine ex-results.4–5
ample of the primary use of registry data is seen in• Are the data valid and reliable? Data are often
the present issue, with the second year’s presentationentered by a variety of different persons, all of
of data from EUROVASC.whom are hard-pressed for time. This can lead to
In order to justify the time and money spent ondifferences in how data are entered, and to missing
regional, national and international registries, we have(or even duplicated) data. The magnitude of the
to be able to show that they further our understandingproblem can be revealed through regular re-
of the epidemiology of vascular disease and enhanceproducibility tests of data samples. Published stud-
ies are few, but usually report only 80–90% our ability to audit the performance of systems and
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